Traditionally, patient education is based on two myths : 1) increases in patients' knowledge lead to changes in behavior and 2) changes in behavior (exercise, pain management techniques) improve health status (pain, disability, depression). There it little evidence in the arthritis patient education literature that changes in knowledge or behavior improve patients' health status. In fact, little association has been found between these changes and improved health status.
Explanation:
The mechanism by which patient education improves arthritis may be more psychological (giving patients a sense of control) than behavioral. For example, strong associations have been shown between improved self-efficacy for controlling arthritis symptoms and health status. Therefore, arthritis patient education programs should be designed with an emphasis on giving patients a sense of control rather than on increasing knowledge or the practice of new behaviors.
Patient eduction: Selection of'patient educational strategies
E. Seydel, E. Taal*, H. Rasker**. *University of Twente; **Medisch Spectrum Twente, Department of Psychology, P.O. Box 217, 7500 AE Enschede, The Netherlands.
In the last few years patient education on rheumatology is a tremendous growing field of research. It is receiving more interest from behavioral scientists, physicians, nurses, policy makers, and other people who want their patients to become more informed about their conditions, to use self-management strategies, and to prevent disability. In shaping patient education health professionals are often guided by implicit criteria, vague assumptions or by trial and error. Some of them tend to equate patient education with such information dissemination techniques as teaching, and distribution of instructional pamphlets. However, instructional techniques to increase patients' knowledge is not sufficient to change behavior. There is a growing evidence, that if patient education succeeds in influencing behavior, this will not automatically result in better self-management or better health status. Self-management is defined as a process whereby a patient functions on his/her own behalf in health enhancing behavior, disease detection and treatment'. Self-efficacy seems to be an important moderator in enhancing self-management and refers to the expectation of a person that the can perform a given behavior successfully. We suggest the use of a more systematic and encompassing paradigm based on the self-efficacy concept. This concept has been successfully applied to a broad range of clinical problems, including a.o. chronic illness and health promotion. To facilitate the shaping of a patient education program based on the self-efficacy paradigm, we will present a model of patient education analysis and a set of criteria for developing and evaluating patient education programs. Some of the criteria are (1) a firm problem analysis (2) the encouragement of client responsibility, (3) full disclosure of information pertaining to the illness, (4) training of the patient in decision making skills, (5) training of the patient in generalizing skills (6) use of models or peer educators, (7) training of health professionals to encourage selfmanagement attitudes and behaviors of their patients. In patient education practice, however, it is not always possible or necessary to meet all the criteria. This does not mean that a program is less valuable. The necessity to meet some of the criteria is dependent on thorough problem analysis, the objectives of the patient education and available resources (manpower, financial support). However, the model of patient education and the criteria we will present can be a useful tool in evaluating and adjusting existing programs or in developing new programs. Although numerous research has been initiated by Alexander's early assumption as to the importance of psychological variables for the onset of rheumatoid arthritis, the available evidence does not support psychogenetic theories for the explanation of rheumatic diseases. On the other hand, rheumatic patients very often suffer from chronic pain and impairment and show psychological reactions as a consequence of their physical condition. Recently, the use of group therapy aimed at enhancing patients' ability to cope with disease-related stressful events has become widely accepted in behavioural medicine with a focus on pain-management procedures. Strategies for the improvement of coping with pain are based on behavioural, psychophysiological, and cognitive principles. The behavioural view conceptualizes pain as a behavioural problem with regard to facial and bodily expressions of pain, decreased physical and mental activity, and the consumption of pain medication. Operant conditioning is used to discourage pain behaviour and reinforce well-behaviour. The physiological concept stresses the vicious cycle of pain, increased muscle tension, and emotional reactions. Relaxation procedures are introduced in order to reduce excessive muscular activity in targeted muscles. The cognitive approach emphasises the effect of information-processing on pain experience. Cognitive distortions are identified, and self-control management is encouraged. Having taken all of these aspects into consideration, we developed a cognitive-behavioural treatment programme in a group setting format with components of relaxation, cognitive restructuring, and the promotion of well-being. Subjects included in the study were given diagnoses of low back pain, tension headache, rheumatoid arthritis, and ankylosing spondylitis. Treatment effects in different diagnostic groups were compared to each other, supporting the assumption that pain reduction is greatest in low back pain and least in ankylosing spondylitis. Subjects with inflammatory rheumatic diseases showed some improvement in self-reported physical complaints and in their feelings of well-being. In a pilot study with a prospective study design we analyzed psychological reactions (using questionaire for patients) as well as aspects of pain (after pain diaries). We examined 105 in patients with definite or classical RA at the beginning of disease modifying drug treatment and four and eight months later. The disease modifying drug treatment take place with tauredon, sulphasalazin and methotrexat (in each case 35 patients). The main questions are the interaction between disease modifying drugs and coping styles and the influence of this interaction on explorated pain reactions. The statistical analyses show interesting relations. Finally, our results show that pain can be reduced or at least moderated and that psycho-social patient informations should be offered the necessary medical treatment of rheumatic diseases. They must bu completed with psycho-social treatments. maintain and possibly improve joint mobility and muscular function. However, with respect to the cervical spine maintainance of mobility should be regarded differently in comparison with peripheral joints. From a functional anatomical point of view this region is caracterised by a wide range of motion in different planes (directions) with a tendency to instability. This potential instability is enhanced by inflammatory and destructive lesions which may occur during the course of RA and lead to manifest instability. In RA an obvious change (deformity) of posture and function may be noticed. Without knowledge of the altered functional anatomy of the cervical spine in these patients routine exercise -programs aimed at improvement of posture and function may have adverse effects, occasionally leading to serious complications. In the RA patient, especially those with either clinical or radiographical involvement of the cervical spine the aim of the physiotherapeutical approach should be to stabilise this region by appropriate exercises and instruction of the patient.
Coping with pain-group therapy

L6. National Network for Dutch Nurses in Rheumatology.
Lubberts E.W., Theunisse H.A.M. University Hospital Nijmegen, Department of Rheumatology, Nijmegen The Netherlands.
In January 1989 the National Network for Dutch Nurses in Rheumatology was founded in presence of thirty nurses from all over Holland. The idea of founding an association of dutch nurses was a result of some informal contacts during the Second International Symposium of Health Professionals in Leuven, Belgium, September 1988. The main objective of the network is to enhance skills and knowledge of rheumatology nursing in order to improve te quality of nursing care of rheumatic patients. For the moment the network counts 56 members. A central group of nine nurses, working in different area's of rheumatology care is giving a more concrete form to the main objective of the network. The members are informed twice a year. Through this poster we would like to give publicity to the founding of the network and its main and derived objectives.
Patients' opinion on the impact of nutrition in rheumatoid arthritis (RA)
A. Falkenbach, R. Wigand*, P, Kaltwasser*. Physical Therapy and *Rheumatology, Dept. of Medicine, Johann Wolfgang Goethe University Frankfurt am Main, West Germany, Comparative investigations and previous studies on chronic inflammatory diseases revealed the impact of adequate nutrition for prevention of complications. In acute exacerbation of RA enhanced energy demand as well as increased levels of endogenous (and exogenous) glucocorticoids cause a catabolic situation leading to a loss of lean tissue. In this state of protein deficiency patients are at increased risk of complications such as infections, delayed wound healing, and slow recovery of muscle strength Additional stress e.g. surgical interventions worsen the situation. For an assessment of the patients' attitude towards nutritions in rheumatic diseases 60 patients with RA were asked by a standardized questionnaire, whetherin their opinion-RA is influenced by nutrition, what experience they have made with special diets, and whether they presently follow a special diet. The evaluation was carried out in 60 patients with RA aged between 23 and 79 years (median 58 yrs.), who attended the outpatients clinic of our hospital. The duration of RA varied between 1 year (criterion of inclusion) and 44 years (median 7 yrs.). 40 patients stated that they do not consider RA to be influenced by nutition, and that they have not sensed any difference after certain food. 14 patients (in 2 cases concentration of uric acid increased) reported that joint pain is enhanced by certain nutrients (multiple answers): meat 10 pat., sweets 3 pat., alcohol 6 patients, so that they avoid these foods. 50% of the patients said they live on a diet poor of meat. A compensatory increased consumptions of other proteins was reported only by 1 patient, who refered this to her individual preference of milk products. 1 other patient stated she felt better after having increased the amount of meat in her food. Whole meal nutrition was favoured by 7 patients. The answers reveal that patients with RA have little knowledge on diet particularities of their disease. Half of them follow the -up to fashion-opinion, that meat, especially porc is unhealthy. This issue is stressed with regard to the joint disease, what probably derives from the general association of arthritis and gout in popular medicine. With this diet poor of meat the state of protein deficiency deteriorates increasing the patients' risk of the complications mentioned above. Most probably, joint destruction in RA is not influenced by the composition of food. Nevertheless, the statement, that nutrition is of no influence in RA should be avoided. Without a special diet protein deficiency must be feared ir~ most patients during acute exacerbations and in stress situations. New studied dealing with this problem are most wishful. The Package comprises a 15 minute video entitled "New Joints For Old" and a booklet entitled "Preparing For Surgery". The Video: Three patients relating their experiences and feelings about joint surgery. 1. Debbie -a young housewife and mother with severe polyarthritis describes her hip replacements and ankle arthrodesis, and what it has meant to her for mobility and pain relief. 2. Terry -a middle-aged post office worker with ankylosing spondylitis, is followed through a hip replacement under spinal anaesthesia, his recovery and return to work. 3. Jenny -outlines her 20 years living with rheumatoid arthritis and her experiences with various joint operations and their outcome. The Booklet. This contains general information for patients to help alleviate anxiety before surgery and achieve optimum fitness while waiting for joint surgery.
1.9. Instructions to organize patient-education groups. E.A.M. Graafsma, Sint Maartenskliniek, Hengstdal 3, Nijmegen, The Netherlands.
Since 1987 group-education is integrated into the in-patient and out-patient treatment at the St. Maartenskliniek in Nijmegen, The Netherlands.
The group education programm proved to be a positive contribution in the treatment of patients with RA or spondylitis. In running the programm proved to be inefficient; the organization of the programm was time-consuming and as a result the number of patients was too small. Since 1988 we have been working on a project to improve the efficiency of the programm. Contents, method and organization of ever), session have been structured. This structure has been described as an handbook for professionals. The instruction has been applied succesfully on the St. Maartenskliniek. The handbook for professionals and accompanying patient-education handbook "working on reumatism" have been printed and can be used to start a group-education programm.
1.10. Individual education to people with rheumatoid arthritis. R. Riemsma*, E. Seydel*, E. TAM*, H. Brus**, J.J. Rasker**. *Department of Psychology, University of Twente; **Department of Rheumatology, Medisch Spectrum, Twente, The Netherlands.
In the treatment of persons with rheumatoid arthritis several health care workers are involved. Both patients and health care workers experience the lack of tuning, coordination and continuity in the education and counselling as a problem. The question at issue is: how can we develop a modelwise approach in which tuning of different health care workers' education-activities in the treatmentcourse is guarantied and with which people with rheumatoid arthritis are helped to manage their disease. Based on our experience in different fields of health care we will develop a model for individual education of people with rheumatoid arthritis. A prerequisite in this is that the education and counselling activities should not place an additional burden on the shoulders of health care workers. Central in the education is the rheumatologist, who has the first contact with the patient. After the first consult, he will hand out a self-help-guide. This guide includes concrete directions and exercises learning the user how to deal with psychosocial and physical problems. The intention is that other health care workers (like physiotherapists, community nurses and district nurses) will also tune their activities to this self-help-guide and that they will instruct their patients how to put their advice into practice on the basis of the guide. The health care workers have at their disposal an education-protocol that includes a checklist for education and tuning with other health care workers. We will also use a videotape which will be at the disposal of individual patients. In this videotape exercises and directions are visualized. The research will be carried out in three stages. In the first stage interviews will be held with 10 patients and the health care workers who are involved in their treatment. The purpose of these interviews is to gain an insight into the amount of coordination, tuning and continuity in the education and counselling. On the basis of this insight education-protocols will be made, which will be evaluated by a panel of experts. In the second stage a self-help-guide with a matching videotape will be developed for the patients. After the drafts of the self-help-guide and videotape are ready they will be evaluated by a panel of health care workers and patients. In the third and final stage the model will be tested. On the basis of a feasibility study conducted on 5 patients the model will be adjusted to make it applicable on a larger scale. The eventual model will be evaluated in an experimental setting with a pre-and posttest and a controlgroup (n = 100). In june 1990 the interviews with 10 patients and their health care workers will be completed. The results of these interviews and the draft protocols which will be submitted to practical experts will be presented at the congress.
1.11. Group education for patients with rheumatoid arthritis. E. Taal*, .E. Seydel*, R. Riemsma*, H. Brus**, J.J. Rasker**. *Department of Psychology, University of Twente; **Department of Rheumatology, Medisch Spectrum, Twente, The Netherlands.
A poster will be presented about results of research to the development of a group education program for patients with rheumatoid arthritis (RA).
RA patients must manage their disease over a long period of time. Exercise, rest and medication must be adjusted to daily disease activity. This presupposes adequate treatment and support by health professionals. How patients themselves deal with the consequences of their disease also has a major impact on their health status. Patient education can help patients attaining the necessary management behaviors. Theoretically our program is based on Bandura's self-efficacy theory which states that people's perceptions of their capabilities affect their behavior, motivation, thought patterns and their emotional reactions in critical situations. Studies have shown that in arthritis patients changes in self-efficacy are related to changes in pain and disability. In a pilot study we interviewed 86 RA patients and 24 health-care workers to gain insight in the problems RA patients are confronted with. Functional problems, dependency and pain were most mentioned. Patient interviews also showed significant relations of self-efficacy with experienced problems with fitting in recommendations from health care workers and self-assessments of pain, function, depression and anxiety. Based on self-efficacy theory and our pilot study we developed an educational group program. This program was partially modelled after the Arthritis Self-Management Course developed in the USA by Lorig. The program consists of 5 weekly group sessions of 6 to 8 patients with two experienced leaders who received two days of training and a teaching manual. Goal of the program is to increase self-efficacy and independence of patients in managing their health problems. Program content includes information on RA and treatment, self-management and problem-solving, pain-management, relaxation and physical exercises, communication skills, coping with depression. Emphasis lies on practicing skills. Contracts are used to stimulate patients to practice skills and do relaxation and physical exercises at home. All patients receive a self-help guide. The program is momentarily being evaluated in a field-experimental design with an experimental group (n = 35) and a control group (n = 35) that does not receive the group education. Outcome is measured with mailed questionnaires (practice of relaxation, exercise and other self-management skills, self-efficacy in managing arthritis, knowledge, pain, disability, depression, anxiety), clinical assessment by physician (Ritchie's articular index) and laboratory tests (ESR, Hb, CRP, platelets) . Assessments are performed before interven-tion at 6 weeks (directly after intervention), at 4 months and 12 months after baseline. We will present the content of the group program and effects at 6 weeks and 4 months.
1.12. Pain management programs: prediction of poor versus sufficient participation.
R. Cziske, W.H. Jaeckel, E. Jacobi. Rheumaklinik Bad Wurzach, University of Ulm, FRG.
Despite of being successfully treated during sessions, about 30% of our inpatients admitted to a psychological pain management program untimely abandon this training. According to the patients' behaviour the most important reasons for this puzzling drop-out rate might be psychogenic components of pain, a coping style contradictory to relaxation and rest as well as a relatively good health status with minor pain. A closer look on patient characteritics was supposed to reveal more details in order to make preselection of patients feasible. In our study, sociodemographic, psychological and medical data of 56 inpatients with RA (28 having completed, 28 having abandoned pain management training) treated for 4 weeks in our rehabilitation clinic were examined by stepwise discriminant analysis. One significant discriminant function comprising 12 substantial variables permitted to correctly predict who will complete the program and who will not in 71% of the cases, which is fairly above change. In detail, a relative decreased health status with more pain and absence of signs of psychological disturbance seem to be predictors of full participation in the program, whereas better health status along with minor pain and higher tendency of paying attention to pain seem likely to indicate a drop-out. Patients with various rheumatologic disorders, visiting the outpatients clinic of rheumatology, were referred to the social worker, usually by the treating physician. The intervention of the social worker was evaluated in 50 consecutive patients who were referred during the period November 1987 to May 1988. The total number of reasons for referral in the 50 cases was 58. During the intake 32 other problems were identified in addition to the 58 reasons for referral. The main reasons could be divided into 6 categories (Table 1.13): Sixty-two problems needed further action. The results of the intervention will be presented. Emphasis will be laid on the views of the referring physician, patient and social worker, concerning the effect of intervention as will be illustrated by several case histories.
1.14. Information for rheumatic people's families. U. Nordenski61d, Occupational Therapy Department, Institute of Rehabilitation Medicine, Sahlgrenska Hospital, G6teborg, Sweden.
About 100 patients with rheumatic diseases take part every year in a joint protection course (13 In chronic rheumatic diseases it is particularly important that patients are able to carry out selfcare. In order to do so it is essential that they have a sound knowledge of the disease and its treatments. In order to assess patient knowledge a multichoice Patient Knowledge Questionnaire (PKQ) was developed. Rigorous testing showed it to be both internally consistant (r = 0.72) and stable (r = 0.81). It was then completed by 70 randomly selected patients with RA who were attending a rheumatology out-patient clinic. The patients, 52 of whom were women, were aged from 22-75 years, with a disease duration of 1-40 years. The number of years they had spent in full-time education was from 9-15. Having completed the PKQ, the respondents were randomly allocated to either a Nurse Practitioner clinic or a Consultant Rheumatologist clinic. After six months, patients completed the PKQ for a second time and the results were compared with the data from week 0.
Results from the PKQ at week 0 showed scores ranging from 3-28 out of a possible 30. Total scores correlated with neither age nor duration of disease, but years of education showed a positive cor- Rheumatic diseases may have a considerable impact on many aspects of daily life. We studied these aspects in a population of 372 patients who are members of patients' societies. To assess the impact of the disease on daily life we used a questionnaire, which was developed on the basis of two open discussion groups and a series of in-depth interviews. The questionnaire was mailed to a random sample of 519 member of Dutch patients' societies. Altogether 74% of the patients completed the questionnaire. For the major diagnostic categories the study revealed the most important problems from the point of view of the patients. It also showed the extent to which these problems are related to the experienced quality of life. The results strongly show that rheumatic diseases have a negative influence on the quality of life. Discriminant-and multiple regression analysis indicate that pain, hindrance in daily activities and fatigue are the most important determinants of experienced quality of life.
I B.22. Enhancing self-efficacy: giving patients a sense of control.
K. Lorig, Stanford University, USA.
Self-efficacy is one's belief in his or her ability to perform a specific behavior. It has been found to be a powerful means of explaining improved health status following patient education programs. Patient self-efficacy or sense of control, can be enhanced by four methods: 1) skills mastery through the setting and achievement of short-term goals, 2) modeling, 3) reinterpreting the naming of symptoms and persuasion. This paper will focus on applying these strategies in the context of one-to-one and group arthritis patient education.
I B.23. Psychogenic factors in rheumatoid arthritis.
J.J. Groen, University of Leiden, The Netherlands.
Most rheumatologists regard psychosocial aspects of RA as secondary consequences of the illness. Based on _+ 20 long personal interviews, the author exposes the hypothesis that 1) these patients already since their youth exhibit certain personality traits and 2) that the disease started in a for them frustrating life situation, usually an ambivalent marital relation of tenderness (love) deficiency, to which they tried to adapt by resignation instead of by solving the conflict. None of those patients was conscious of a possible causal relation between this conflict situation preceding the onset of the disease, none of them had ever told anybody about their marital problem.
This hypothesis can not be tested by psychological tests or questionnaires, because they do not distinguish between psychosocial causes and effects. The author suggests testing of the hypothesis a.o. by attempts to modify the life situation of RA patients by adequate psychotherapy.
I B.24. Psychological reactions to illness in patients with rheumatoid arthritis. R. Sargautyt6, R. Ko~ifinas. Institute of Experimental and Clinical Medicine, Vilnius, Lithuania, USSR.
Psychological reactions to illness in patients with rheumatoid arthritis (RA) were assessed by evaluating the type of attitude to disease and medical treatment and the level of neurotic complaints. 320 inpatients (248 women and 72 men), mean age 45.5 years, were tested, 39 of them twice or thrice.
The results showed that the prevalent types of maladaptive reactions were hypochondriac (24%), more frequent in men, sensitive (17%), more frequent in women, and anxious-depressive (10%) ones. In 40% of patients the acceptance and adjustment to disease predominated. In 31% patients the level of neurotic complaints was critical, and in 45%, neurosis could not be suspected. It should be noted that in early RA < 1 year duration, significantly more patients had no neurotic complaints, and half of them exhibited active and adequate attitude to illness and medical treatment. The most stable appeared to be the sensitive and the hypochondriac attitudes, while the adequate reaction sometimes turns out to be the denial and misunderstanding of disease and it's consequences, and may transforme with years into an opposite one. The implications of these findings for patient education will be discussed. Differences in knowledge about the course of rheumatic diseases and the possibilities to modify this process might hinder a proper communication between doctors and patients. Therefore we investigated in general practioners and in patients with rheumatic complaints their experiences in diagnosis, treatment and education in rheumatic diseases. One questionaire for patients and another for physicans were developed. Behaviour in the beginning of the disease, procedure of diagnosis, treatment, knowledge and wishes for information about rheumatism were the main topics in both groups. Physicans were also asked about their problems with rheumatic patients and wanted topics for further education in rheumatic diseases. 1000 questionaires for physicans and 312 for patients were spread all over Austria. About 15% of these returned and indicated some interesting differences in correlating items between patients and doctors. 67% of patients wanted to know more about the pathogenesis of their disease, but physicans inform their patients about only in 11% and put this question in a low range of desired topics for further education. Physical examination of the patient was found to be a diagnostic procedure of high value, which seldom makes problems to the practioner. Nevertheless further education in physical examination got the highest range in wanted topics, but was only reported in 48% of patients during their first consultation. Physical ther-apy was the most frequent named wish for more information in patients and doctors. Current research has emphasized the rheumatic patient's needs of social and psychological support. This study examined early psychosocial needs and expectations related to somatic symptoms, overall health, quality of life ratings and experience of psychological support in rheumatics before specialized treatment.
Material and methods:
Sixty-one consecutive patients from the waiting list at the Rheumatology outpatient clinic, were interviewed before their first time visit. All patients referred had pain and/or stiffness in one or several joints. Standardized measures, the sickness impact profile (SIP), the hospital anxiety and depression scale (HAD) and the general health rating index (GHRI) were applied for evaluation. The interviews also involved questions of living conditions. For comparison populations samples and clinical samples of RA-patients were used. We performed non-parametric statistical tests (Pitman, Fisher).
Results:
The study group reported highly reduced overall health compared with the population group. 75% had reduced leisure activities, 55% had great difficulty in housekeeping, 50% of patients under 65 experienced a need of new jobs and/or education. 70% wanted to attend education to learn about the disease. The level of anxiety was almost as high as that of the severely handicapped. Anxiety and leisure activities were correlated with patients experience of impairment and of their rheumatic disease. Feelings of abandonment and anxiety were connected with the degree of social interaction. The patients had great faith in future care. Persistency, hopes for cure and considerate significant others were important for struggling along. Sickness orientation was low. Conclusion: Social and psychological consequences of rheumatic disease reported early in the carre process might supplement traditional clinical data in care planning and evaluation.
Plenary session II: Functional assessment.
II.27. Quantitative functional assessment of RA to assess monitor and predict morbidity and mortality.
T. Pincus, Vanderbilt University, Nashville, TN USA.
Over the last decade, quantitative assessment of clinical status in rheumatoid arthritis (RA) has been advanced through use of self-report activities-of-daily-living (ADL) questionnaires. ADL questionnaires provide a valid and reliable description of the clinical status of RA patients. Questionnaire data appear as effective as traditional physical, radiographic, or laboratory measures to predict disability, longterm morbidity and health care services utilization in RA patients. Self-report questionnaires are responsive to changes in patient status in clinical trials, with sensitivity similar to traditional measures. Patients with poor functional status according to questionnaires show accelerated mortality rates over the next ten years. Those patients with severe incapacity to perform ADL show five year survival after baseline in the range of 50%, comparable to survivals seen in three-vessel coronary artery disease according to arteriograms and in Stage IV Hodgkin's disease according to formal staging. Therefore, questionnaires provide valuable prognostic data in RA. The capacity of a simple self-report ADL questionnaire to represent clinical status compared to traditional physical, radiographic and laboratory measures was analyzed in 259 RA patients. Selfreport questionnaire scores were significantly correlated with scores of the joint count and radiograph, as well as erythrocyte sedimentation rate, grip strength, button test, walking time, American Rheumatism Association Functional Class, and global self-assessment. The questionnaire score was more effective in explaining other measures of clinical status as any other available measure, including traditional physical, radiographic and laboratory data. These data indicate that self-report questionnaires provide a cost-effective approach to assess, monitor and predict quantitatively longterm outcomes in individual RA patients.
IL28. Formal education level as a marker of higher frequency, morbidity and mortality in rheumatoid arthritis and most other chronic diseases.
L.F. Callahan. Vanderbilt University, Nashville, TN USA.
Lower formal education levels are associated with higher morbidity and mortality in rheumatoid arthritis (RA In this study (Berglund, K., Persson, L-O, Scand J Rheumatol 1990, 19, in press) we also included a mood adjective checklist measuring of subjective wellbeing, as well as several measures of demographic, medical and functional data. When applying a stepwise multiple regression analysis in order to explore the best combination of predictor variables on subjective wellbeing, it was found that a total of 65% of the variance in wellbeing could be explained. However, out of all the subjective and objective parameters used in this analysis, three of the adjustment factors described above accounted for 59% of the variance, i.e. regret of lost life values, fighting spirit, and wishful thinking. Thus, it seems that only a fraction of the variance in subjective wellbeing could be explained by means of differences in biophysical impairment and sociodemographic status. Without denying the substantial conceptual and methodological problems connected with investigations like this one, the results ought to be intriguing for health care, since they suggest that the wellbeing among our patients is not highly related to the biophysical parameters that are the primry focus for treatment and rehabilitation activities. Rather, it is the patients' subjective experience of the disease that mostly relates to wellbeing. Thus, unless the patients are supported in adopting better psychological adjustment to the disease, successful changes in wellbeing may be quite limited. In another current study we have some preliminary results that suggest that group counselling may be of benefit in aiding RA-patients in their adjustment to the illness situation (Berglund, K., Persson, L-O., Brattstr6m, M. unpublished). physiotherapy treatments upon the temperature of the knee joint and overlying skin was studied. The subjects were randomly divided into four groups. In group 1 the knee was treated with icechips of O ~ during 30 minutes. Group 2 received short wave diathermy during 15 minutes at convention doses. Group 3 was cooled by means of a 6 minutes application of -100 ~ nitrogen cold air. A 45 ~ ligno-paraffin pack was wrapped during ten minutes around the knee of group 4. A flexible temperature probe of 0.4 diameter was introduced by means of an infusion needle into the joint cavity, The metal and teflon needle were withdrawn and the introduction site was covered with a sterile plastic coating. The skin surface temperature was measured at the medial side of the knee. The skin temperature probe was placed in the space between the medial femur condyle and the medial aspect of the tibia plateau. The measuring tip of the probe was protected for direct influence of the physiotherapy application by a 0.3 cm thick felt layer. After application of ice-chips and cold air the mean skin temperature dropped from 27.9 to 11.5 ~ and from 28.8 to 13.8 ~ (p<0.01). The intraarticular temperature decreased also from 31.9 to 22.5 ~ and from 32.9 to 28.8 ~ respectively (P<0.01). Treatment with ligno-paraffin increased skin surface temperature 8.9 ~ (P<0.01). The rise of the temperature in the joint cavity was 3.5 ~ (P<0.01). The rise of the temperature in the joint cavity was 3.5 ~ (P<0.01). Short wave diathermy increased skin temperature significantly with 2.4~ (P<0.01). Although the intra-articular temperature only increased 1.4~ by short wave diathermy, the difference was still statistically significant (P<O.O1). For statistical analysis Wilcoxon Signed Ranks test and Mann-Whitney test were used. The possible harmful effects of short wave diathermy and superficial heat packs by raising the intra-articular tempertaure are discussed. When treating patients with inflammatory joint diseases it might be preferable to use cryotherapy rather than short was diathermy or superficial heat. There is no doubt that exercise and physical activity are important for the development of bone and the prevention of bone loss. Physiotherapy for patients with established osteoporosis, vertebral collaps and/or femoral neck fracture, is often directed to pain relief using palliative and passive tools as massage, heat application and electrotherapy. Physiotherapy programs aiming to improve physical fitness and bone mass for osteoporotic patients are scarce. Because of the high risk in these patients of further fracturing, the exercise program has to be constructed appropriately.
We developed a physiotherapy program for established osteoporosis at our clinic which took into account three different phases aiming to start as soon as possible exercises already in bed in order to reduce immobilisation and encourage patients to be active and ambulatory. The exercises have to be simple, easy to understand and to perform even at home. This program is now in practice in our unit for more than two years and has resulted in a shorter hospital stay and an improved overall fitness and wellbeing of the osteoporotic patients. The physiotherapist plays an important educative role also for this kind of patients. This is a comparative study between two groups of 50 patients. Group A is the control group and Group B is the experimental group. The aim of the research is to evaluate the effectiveness of joint preservation techniques (which includes energy conservation, learning ways to reduce stress on the affected joints, fabrication (where and when appropriate), hand/wrist orthoses, exercise regime to maintain pain free R.O.M. and muscle strength, cognitive coping strategies and stress management) in prolonging affected joint integrity and preserving functional capacity in those with diagnosed rheumatoid ar-thritis thus minimising the need for both soft tissue and joint replacement surgery and drug therapy. Those selected for inclusion in the research programme are: 1) women, aged between 18-60; 2) have been diagnosed within the last 18 months. The above aspects are imperative as research has shown that women are more compliant with treatment regimes and are more willing to make behavioural changes to their way of life if informed about the disease process and progress within the first two years after diagnosis. Patients will receive information via the following media: 1) Visual/video; 2) Verbal/individual and group instruction and discussion; 3) Written/manuals in joint preservation techniques: exercise regime, cognitive coping strategies and stress management. All patients will be assessed at the outset of the project and at 6-monthly intervals. They will be followed up for approximately 3 years using objective and standardised tests e. Physical modalities such as hydrotherapy or heat are widely used in chronic inflammatory joint disease, either by the patients themselves, or by therapists for relief of pain or spasm before physical exercise. Morning stiffness is dispelled more rapidly by warm water or hot packs, which have a soothing and relaxing effect on muscles and ligaments. On the other hand, cold water or ice are employed for their analgesic properties. Generally, cold is recommended in acute inflammatory states, while warmth is adviced in more chronic arthritis. Nevertheless, following these recommendations patients frequently react quite different and complain of increased pain. 100 patients with chronic arthritis (RA 62, SLE 25, psoriatic arthritis 9, ankylosing spondylitis 4) were asked by means of a standardized questionnaire, whether pain is relieved more effectively by cold or warm water 1) during acute inflammation and 2) in chronic states. A second question pointed at the subjective motion properties after cold or warmth in 1) acute or 2) chronic states. The patients were asked to judge the respective method with "positive", "negative", or "without effect". During acute arthritis 48 patients feel a relief of pain by cold water, while 41 patients favour warm water. Pain was aggravated in 24 cases by use of cold water, in 29 cases using warm water. In chronic states cold water was judged positive by 17 patients, warm water by 53 patients. All other patients felt "no effect". With regard to motion properties the distribution was similar. Analysing the different diseases seperately revealed, that warmth is more often favoured in SLE than in RA or psoriatic arthritis. Since long-term benefits from use of physical modalities have not been proved, pain relief must be the major aim of therapy. The data confirm the general recommendations in tendency, but they also show the necessity of an individual assessment. Sticking to a prescription might worsen the pain in many cases, as revealed in present study. Warmth or cold must be selected due to the subjective assessment of the patients, so as not to stake patients conficence. In the judgement and evaluation of surgical as well as non-surgical treatments, a handassessment is indispensable. The objection of such a test is that it is restricted to the judgement of functions, of splintered skills. It does not provide a suitable overview of functional hand skill.
II
Within the Sint Maartenskliniek, however, exists a strong need to evaluate the total-skills. In practice it has been showed, especially in patients with rheumatoid arthritis, that there is a discrepance between the hand-function and the hand-skill; a bad handfunction does not allso have to include a bad handskill. This gave rise to the development of an assessment of manual dexterity, wich is going to be used as a completion of an assessment of handfunction.
Parallel session II.B:
Technology of the disabled arthritics.
II B.37. The prevention of hand deformities with resting splints in rheumatoid arthritis patients: a randomized single blind study.
H. Phiferons, E.A. van der Velde*, M. Janssen. Depts. of Rheumatology and Medical Statistics*, University Hospital, Leiden, The Netherlands.
Rheumatoid arthritis (RA) is a disease leading to deformities and loss of function in many joints, especially the hands. The present study was undertaken to assess whether the application of resting splints inhibits the development of deformities of the wrists and fingers. Therefore, 31 consecutive RA patients, with no, or easily redressable, deformities of hands and wrists were randomly allocated to two groups. One group comprised 16 patients who were treated with resting splints on alternate hands every night. The other group was not treated. All patients received the same physical therapy program for the hands. The development of deformities was scored by a blinded investigator by means of a total deformity score at the start of the study and at 3 month interval up to 2 years. This total deformity score was the sum of Swan neck and Boutonni6re deformities, ulnar deviation of MCP joints and radial or ulnar deviation of the wrists. In addition the following variables were scored: number of swollen joints and Ritchie index; pain score of the hands (4-point scale); muscle strength of several basic hand grips; assessment of hand function by six different tests. At the start the two groups were comparable in respect to demographic data, disease activity and deformity parameters. The results after 1 year of study will be presented. Design: Quasi-experimental, nonrandomized prospective study of two parallel cohorts over two years.
Setting: University based referral center for outpatients, CC-unit = interdisciplinary team (rheumatologist, nurse, occupational therapist, social worker, psychologist) for RA-referrals from the city of Hannover; Tc-unit = rheumatologist and nurse for RA-referrals from Lower Saxony.
Probands: CC: n = 121 new referrals from primary physicians with clinically proven RA (about 60% of the eligible group), 79% definite RA, 83% females, mean age 59 yrs, disease duration 7.4 yrs; TC: n = 141 new referrals, 64% def. RA (p <0.01), 77% f., age 52 yrs (p < 0.001), DD 5.3 yrs. Drop out during follow-up: CC = 37 (31%), TC = 46 (33%) with a tendency of loosing less severe cases.
Outcomes: # swollen joints, ESR, pain intensity (numeric rating scale, 0 = no -10 = intolerable pain), functional capacity (ADL-questionnaire, 0 -100% fc), depression (Beck DI), patients' global assessment (NRS 0 = very poor -10 = very good).
Main results: For patients followed up for 2 yrs: a) The aim of the present study was to test the hypothesis that resting splints, commonly used in treatment of rheumatoid arthritis patients, do prevent progress of ulnar deviation.
Method: Eight patients with seropositive rheumatoid arthritis, bilateral ulnardeviation, grade Fearnley I, and without previous handsurgery or splinting treatment were included. Each patient used a resting splint every night for an average time of 17 months (range 12-23 months) on one hand, randomely chosen, with the free hand as a control. Both dominant and nondominant hands were splinted. Joint mobility, grip strength and pain were recorded with three months intervals. Hand X-ray findings at start were compared with films taken at the end of the series. Each patient was interviewed at completion of the study.
Results: All patients except one showed progression of ulnardeviation in both hands. There was no difference with regard to clinical measures or Xray findings between the treated and the control hands. But most patients were positive to splinting since the splint was comfortable and gave pain relief.
Conclusion:
This study supported the use of resting splints for pain relief but not for preventing progress of ulnar deviation.
II B.40. Packaging and storage of non-steroidal anti-inflammatory drugs.
B.A.C. Dijkmans, Department of Rheumatology University Hospital, Leiden, The Netherlands.
Non-steroidal anti-inflammatory drugs (NSAIDs) are widely used in the treatment of patients with pain and inflammation. The majority of these drugs are packed in systems which are very inconvenient to handle for patients with rheumatoid arthritis (RA). Apart from the problem RA patients meet in removing the tablet or the capsule from the package, a reasonable function of shoulders, elbows and wrists is required to get the NSAID into the mouth. The problems concerning suppositories for RA patients are even greater: difficulties with opening the package of suppositories difficulties with removing the suppository from the opened package -inserting the suppository Easy opening of packages for drugs stands in contrast to another public health problem, the accidental ingestion of drugs by children. Child-resistant packaging has played a role in reducing injuries and deaths due to accidental ingestion. Despite the provisions for childresistant packages accidental ingestion continues to be a public health problem. Attention will be paid to rules for childresistant prescription containers that are easier for adults with RA. Additionally, practical advice will be given for safe storage of drugs. With splints, and especially dynamic splints, we are using forces on more or less destroyed and weakened joints (RA). It is very important to be aware of the possible effects of these forces. Four main principles:
Three-point-pressure system * at least three contact points for each joint * a necessary contact point is often located at a painful joint * not all necessary contact points can be present in the splint --creating unwanted side effects.
-Axis of movement
This axis of the splint and the controlled joint has to lay in the same plan and level. Otherwise there will be: -restriction of T.R.O.M. of the splinted and/or adjacent joint -friction, irritation -changing of the effectiveness of the dynamic joint -stress and strain on joint structures Force division -angle of attack An angle of attack of 90 ~ on the bone segment and joint axis is an optimal condition which has its exceptions in RA splints. Force division with compression and traction have both their negative and positive sides.
The amount of dynamic force: M = F x m
The tolerable amount of force is dependent on many factors. The most important one is the pressure that will close a blood capillary. By using our knowledge of mechanical principles we can reduce the contact force each cm 2 without an unnecessary reduction of the moment. Fingersling and reactionbar are often problem areas. We prefer a sloop-length-tension curve in order to respect the principles of joint protection!
Plenary session III: Care for the arthritic patient
III.42. Combined care and multi-disciplinary teamwork in the treatment of rheumatic diseases.
H.A. Bird. Rheumatology and Rehabilitation Research Unit, University of Leeds, U.K.
Allied Health Professionals are well equipped, by virtue of their training, to support the Physician in the care of patients with chronic disabilities such as arthritis. Support is required from nurses, physiotherapists, occupational therapists, social workers, appliance makers, dieticians and chiropodists. An innovation from Leeds has been the division of outpatient rheumatology clinics to provide two parallel styles of patient care. After initial diagnosis and investigations by the Physician, patients can continue under the care of the Physician or pass to the care of rheumatology nurse specialists, supervising the treatment of booked lists of patients in adjacent consulting rooms. Initially evolving from "clinical metrologists" these nursing sisters now fulfil a role analogous to that of the American nurse practitioner. In other rheumatology units, specially trained physiotherapists or occupational therapists may fulfil a comparable role, allowing for the more expert referral of patients within the Allied Health Professionals. This system of parallel care has important cost efficacy implications and allows patients to choose different styles of care with varying degrees of satisfaction. This is currently the subject of audit at Leeds, the implictions and findings of which will be discussed.
Reference:
Bird, H.A., le Gallez, P., Hill, J., Combined Care of the Rheumatic Patient. Published by Springer-Verlag, 1985, pages 245-260.
III.43. Rheumatology standards of care.
J. Maycock, Wanstead Hospital, Hermon Hill, London Ell, U.K. This paper describes how standards of care for nursing patients with rheumatic disease nursing can reflect a model of care which foccusses on patients problems which are ameniable to specialised nursing intervention. This is fitting considering the diversity of many of the rheumatic diseases. The Royal College of Nursing Rheumatology Nursing Forum have developed five main topics which cover central issues pertianant to rheumatology nursing. Within each of the main topics a number of sub topics have been identified. The care of patients with rheumatic disease takes place in many settings other than specialist hospitals. Therefore this paper will demonstrate how standards of care must be flexible and easily translated for use in all care settings. The nursing profession in the UK. has been exploring the development of standards of care for nursing for many years. The current major changes in the NHS imposed by the Government have increased the urgency for nurses to establish methods of measuring and evaluating their work. The work of Donabedian's structure-process-outcome can be used in this way for setting standards of nursing care. Abdulla suggest that the process of nursing is easier to measure than outcome and that many outcomes are not available in the short term. Thus it is important when writting standards of care that some measure of the effect of nursing intervention on the patient is incorporated into the standard, and where possible a measure for outcome.
III.44. Effect of RA upon other members of the family.
W. Peeters, M. Welkenhuysen, J. Cartois. University Hospital of Pellenberg, K.U.Leuven, Belgium RA is usually defined as a chronic disease, who is accompanied by a tot of pain, functional limitations and much discomfort. In "learning to live with" the most important and the most common aspects are: -instability (to future, functionality...) -incomprehension and nonrecognition (of e.g. pain...) -loss (of looks, role patterns, work, income...). To get through this grief and loss psychologists have developed outlines. The patient and his family are faced with four tasks (Diekstra): 1) keeping the extent of desperation within bearable limits; 2) maintaining self-esteem; 3) preserving his own web of interpersonal relationships; 4) preparing to the conditions of the new way of living. Generally we can say that a patient and people who are living with him are going through a process of an acute crisis, through a disorganization to a reorganization. They re-estimate the different aspects of their illness and they have to crystallize out new options. A guidance based on theories of communication and family therapy helps to understand what's going on in the entity of patient and environment. To note is that working with the family manifests itself in two ways: 1) care for the family; 2) to involve the family in the care for the patient. Although impaired mobility is a common manifestation in rheumatoid arthritis (RA), little data are available for objective measurement of patient's daily locomotion. The purpose of this pilot study was to describe the patient's objective score for mobility and subjective score for pain. Data from 21 RA patients (mean age 56 years, duration of disease 16 years, 16 females) all using anti-rheumatic drugs were compared with data obtained from 14 healthy controls (mean age 53 years, 11 females). The RA patients fulfilled at least two of the following criteria for active disease: six tender joints, three swollen joints, morning stiffness of atleast 45 minutes, C-reactive protein levels >-6 rag/1. All participants kept a 72 hours diary assessing the activities of daily living and the use of antirheumatic drugs. The degree of pain experienced was noted on a scale from 0-10 for each hour. The activities of daily living were divided into three categories comprising: the time spend on walking, on sitting and in recumbent position (expressed in quarters per hour). As expected, RA patients spent more time in recumbent position (p<0.05) whereas the controls spent more time on walking (p<0.01). No significant correlations were found between the conventional joint scores and the data for mobility. In conclusion this mobility score seems to be an easy method for properly monitoring patient's total disability. Such a score may be helpful to evaluate the effectiveness of drugs and surgery in rheumatoid arthritis.
II.46. Assessment of joint function -use of a new performance index in early rheumatoid arthritis patients.
U. L6fkvist, K. Eberhardt. Department of Rheumatology, Lund University Hospital, Sweden.
A new test, SOFI (Signals of Functional Impairment), with the aim to detect functional impairment of different joints was constructed. It comprises assessments of hand, arm, and leg function. The assessment time is short. The reliability and validity of the test have been evaluated and found acceptable. A main finding was that the SOFI scores correlated significantly to the range of movements measured with a goniometer. The test was used for serial measurements in a prospective study of early rheumatoid arthritis. SOFI scores recorded during 1 year in 70 patients correlated significantly to HAQ-scores (R~ = 0.59), synovitis indices (R s=0.54) and radiological scores (Rs = 0.39 ) . Eighty-nine patients have been followed for 2 years. The SOFI scores increased significantly during the study time, although the scores still were at a fairly low level after 2 years. The entry variables most predictive for a worse SOFI score at study end were the HAQ-score, the age (older age being less favorable), and the radiological score.
II.47. Assessing health status before and after rehabilitation programs using the sickness impact profiles. W.H. Jaeckel, S. Kessler, P. Potthoff, R. Cziske, E. Jacobi. Rheumaklinik Bad Wurzach, Universit/it Ulm, F.R.G.
The Sickness Impact Profiles (SIP) are one of the most widespread health status measures. In order to evaluate the ability of a german version of this instrument to measure patient outcome after rehabilitation programs in rheumatic diseases, we studied 223 patients (103 Low Back-Pain, 56 osteoarthritis, 33 after lumbar disc surgery, 20 after total hip replacement, 10 rheumatoid arthritis) before and after inpatient rehabilitation including physiotherapy, spa treatment, ergotherapy and psychological care. Reliability of the instrument was examined using cronbach's alpha (alpha: 0.3 -0.8) and test-retest correlation (Ctt 0.46 -0.86). Comparing rheumatic patients with normal controls (discriminant validity) we found significant differences between these two groups in nearly all of the 12 subscales of the SIP. After inpatient rehabilitation there was a significant improvement of health status in six out of twelve subscales. The Sickness Impact Profiles seem to be a practicable, valid and sensitive instrument to describe patient outcome in rheumatic diseases. There are still some problems concerning its reliability. Sensitivity was found less pronounced as compared to a german version of the Arthritis Impact Measurement Scales (AIMS). The IRGL (Impact of Rheuma on Health and Lifestyle) is based on the theoretical notions of the Arthritis Impact Measurement Scales (AIMS) and consists of 68 items. Physical well-being is measured by the mobility, self-care and pain scales.
Psychological well-being by the anxiety, depressive-and cheerful mood scales. Social well-being is measured by scales that assess the quantitative aspects of the social network and by scales that reflect the perceived quality of the social network. An impact-scale is also included to assess the influence of arthritis on various domains of daily life. Research into the psychometric qualities of the IRGL involved 433 patients with rheumatoid arthritis. Findings of this study demonstrate that the IRGL is a reliable and valid instrument to assess the health status of patients with rheumatoid arthritis. Results of this research will be presented.
II.49. The HAQ-disability index in early rheumatoid arthritis.
K. Eberhardt, P. Malcus-Johnson, Ch. Ekdahl. Department of Rheumatology, Lund University Hospital, Sweden.
In a prospective study of early definite rheumatoid arthritis (RA) functional capacity was assessed every 3-6 month with a Swedish version of the HAQdisability index. This version was separately evaluated and found to possess a good test-retest reliability (R S = 0.91). The correlation between questionnaire responses and actual performance of different tasks was Rs=0.71. The patients found most questions relevant for their daily life. The HAQ-scores measured serially over 1 year in 50 patients correlated significantly to other measures of disease state such as Ritchie index (R~ = 0.40), morning stiffness (R s=0.48), grip strength (Rs=0.52), and ESR (R~=0.39). HAQ did not correlate significantly to radiological score. Eighty-nine patients have been followed for 2 years, and they showed in general a well preserved functional capacity. The HAQ-score at study start was 0.8 (0.6-1.3); median (interquartile range), and this had not changed significantly after 2 years. Only 3 patients had a score over 2 (maximum 2.3). A discriminant analysis showed that 80% of the patients who fared worse could be correctly classified using a combination of entry variables, namely initial HAQ, subjective assessment, morning stiffness and grip strength. A one-page self-report (SR) joint count questionnaire was compared to a traditional assessor-performed (AP) joint count in 55 rheumatoid arthritis patients. In the SR joint count, the patient indicates whether pain and swelling are present in the right and left shoulders, elbows, wrists, hans and knuckles, knees, ankles and feet, and whether pain is present in hips. The patient and assessor agreed on at least 67% of the findings as positive or negative for each joint or joint group, with a range of agreement to 90%. Overall, at least 1/2 of the findings were identical in all patients, and at least 2/3 were identical in 80% of patients. Significant correlations were seen between both joint counts for pain scores (r = 0.61, p<0.001) and swelling scores (r = 0.44, p<0.001).
Patients whose SR and AP joint counts showed higher levels of agreement had shorter disease duration, were younger, more educated, and had more active disease. SR joint counts may prove useful for assessment of patients with rheumatic diseases.
Health related utility measurement.
C.H. Bakker, M. Rutten-van M61ken*, E. van Doorslaer*, Sj. van der Linden. Division of Rheumatology University Hospital Maastricht; *Institute Medical Technology Assessment, The Netherlands.
Quality of life is a broad concept that incorporates all aspects of an individual's existence. Health-related quality of life is a subset relating only to the health domain of that existence. The utility approach can be used to measure a single cardinal value, usually between 0 and 1, that reflects the health-related quality of life of the individual at a particular point in time. The McMaster rheumatoid arthritis utility measure questionnaire has been translated into Dutch by the authors, and has been adapted for use in rheumatological and non-rheumatological conditions, as for example chronic obstructive pulmonary diseases. The questionnaire is applied as interview and includes rating-scale and standardgamble. Presently the interview is used in a clinical trial on patients with ankylosing spondylitis receiving a nonsteroidal antiinflammatory drug. The overall acceptability of the interview was good. The interview takes about half an hour to administer. In the next few months the interview will be applied in two other studies. One study deals with ankylosing spondylitis patients and the other one with fibromyalgia patients. The results will be discussed. Juvenile chronic arthritis appears in various clinical forms -systemic, polyarticular, oligoarticular -and subforms. For each of them corresponds a certain composition of diagnostic criteria. The 5 and 10 years evolution of 100 JCA children was followed up. The following clinical signs were responsible for an unfavourable prognose: systemic and poly-artritic onset of the disease, affection of the hip and/or cervical spine and long time glycocorticotherapy. An unfavourable evolution is observed in JCA children who are carriers of HLA-DR4. The relative risk in children with systemic and polyarticular forms is high-6.1. The examination of 126 children for having phenomena of incomplete mesenchimal dysplasia syndrom showes this syndrome in 29% of the patients. The frequency is significantly more than in control group. Accordingly to these data the following conditions are disscused: the programme of drug and physical therapy, the care tasks of JCA children, the net of requiate dispensairs and the staff of paediatricians-rheumatologists and physiotherapeutists. A close involvement of nurses in the treatment and care of patients suffering from rheumatic diseases is a prerequisite for a high standard of nursing care. Therefore, it is of the highest importance for nurses with no formal education and preparation in this speciality to gain knowledge in rheumatology and insight in the specific problems of the patient. We have interviewed the nurses of the rheumatology ward to measure the present state of their skills and knowledge in the speciality and their relation to the attitude of the nurses with respect to the patients. The conclusions will serve as a starting point for a post-basic course in rheumatology. Main conclusions of the analysis of the responds are: 1) no more than 47% likes to work with rheumatology disease patients, 2) many experience lacks in knowledge and skills, 3) over 50% cannot inform the patients about their disease, 4) half of the respondents lacks the ability to inform the patient about other disciplines like social work and district nursing, 6) 29% characterizes the rheumatology disease patient as difficult and 35% as whining. The results clearly show that the nurses lack specific knowledge of care and medical treatment of the patient suffering from a rheumatic disease. This leads to a low appreciation of the patient. The interviews will be repeated after the post-basic course to measure its effectiveness. The aims of the Rheumatology outpatient service are to ensure that patients know and understand their medical diagnosis and its implications. They should also understand the rationale for their medication and its effects and side effects and how and where to obtain advice regarding the totality of their disease. To facilitate this we aim to provide our patients with adequate time in consultations, appropriate physical surroundings and staff with a sufficient level of expertise to fulfil the patients' needs. We tested our performance by use of a questionnaire. A total of 225 patients were included. The results demonstrated the extent to which we had achieved our aims. They revealed inadequacies in the physical environment in which we practice and differences between the perceptions of the patients and those of the staff about the appropriateness of some forms of patient care. Stimulated by positive experience with the participation of a research nurse in clinical research projects in rheumatology, we have developed a function profile for a dedicated clinical nurse specialist in rheumatology (DCNR). In essention the task of a DCNR may be regarded as complementary to the care provided by the rheumatologist and bridging the communication gap between the inhospital specialist expertise and the home-care team activities. In more detail the DCNR is responsible for: 1) continuity of care for the arthritic patients from the outpatient or clinical department of rheumatology to the home-care team; 2) coordination of care modalities around the arthritis patients by establishing links between the different health care institutions both inside and outside the hospital; 3) consultation/counselling/information on request from patients, rheumatologists and allied health professionals; 4) patient education in particular aimed at recently diagnosed rheumatic patients. The facilities for the DCNR consist of a seperate counselling room located at the outpatient department to ensure easy entrance for patients and team-members. Detailed documentation of the items encountered during the consultations may provide data for structural improvement of individual patient care. The first impressions are listed below: 1) being a nurse appears to lower the threshold for patients to discuss questions and problems; 2) referral to other disciplines or institutions appeared to occur more adequately. Such a 'case management' approach warrants further development.
II.51bis. Juvenile chronic arthritis -
IIIA.55. The use of over-the-counter drugs by rheumatic patients.
H. Wexsahl, Y. Torud, A.E. Eggen, A. KruseJensen, E. Munthe. Diakonhjemmets Hospital, Oslo 3, Norway.
Method: Information concerning the use of overthe-counter drugs by rheumatic patients was collected at Diakonhjemmets Hospital by personal interviews and registration of all medicine taken.
Material: Registration of medicines taken and interviews with 279 rheumatic patients (221 female 58 male), aged 15-91 years (average age 51,2 years) was carried out.
Aim of Investigation:
To register the use of over-the counter drugs by rheumatic patients, related to personal characteristics and their use of prescription drugs.
Results:
The practical investigation is completed and work on the collected data is now beeing carried out. The results of the investigation will be presented at the congress. Since August 1985 all patients with rheumatoid arthritis (RA) with a disease duration less than one year, are regularly seen in the outpatient clinic of the university hospital both by a rheumatologist and a nurse specialist. In addition to collecting data about disease activity in connection with a trial, each visit social, emotional, and physical problems relating to the disease were recorded by the nurse. In 1989 a retrospective study on this material was done by means of content analysis. As categories the validated Nursing Diagnosis of Gordon and a self developed classification system were used. The mean number of nursing diagnosis per patient turned out to be 5.7 (range 1-10). Besides in the majority of the nursing records, problems about disease acceptance, influence of the RA on employment, accomodation, finance and hobbies were found.
Conclusion:
Patients with RA experience already in the first year of their disease a lot of problems in many aspects which also justifies a nursing approach in the outpatient clinic. III A.57. Living with arthritis.., yes, you can! Arthritis team, Division of Rheumatology, University Hospital Pellenberg-Leuven and Solival, Brussels, Belgium.
A videofilm was made in the rheumatology unit and in the home of a rheumatoid arthritis patient in order to illustrate that it is possible to live with rheumatoid arthritis. The activities of daily living are shown in a rheumatology ward from morning till evening, incorporating at each time of the day the use of splints, self-help devices, exercises and joint protection techniques. Life in hospital is not the same as at home. Therefore the daily life of a severely handicapped young housewife and her family was filmed at home. With perseverance, optimism and charm she shows that something can be done for arthritis and that long-standing arthritis is not an obstacle to have an integrated social life. Because professionals from different disciplines and institutions are involved in the care for rheumatic patients, optimal communication is important. For the individual patient it is often not clear what is going on and who is taking care of which problem, for instance applications for facilities or adaptations. In the form of a booklet, we developed an actual information system, containing the following items: 1) applicant, 2) date of application, 3) who is responsible for the application (name, profession/institute), 4) which provision or facility is asked for, 5) date of realisation. The booklet is kept by the patient and has to be shown any time these matters are under discussion. All professionals concerned should document their activities and new data. In this way actual information will be available for patients and the different professionals at any moment. In case of delay in procedures it will be easy to contact the right person and doublures can be prevented. We would like to discuss the problems we met in setting up such an information system and our experiences so far. 99 patients with rheumatoid arthritis treated at the Rheumadispensary in Lund had their housing adapted 1974-78. They were followed up in 1982 (presented in L6wen at the first International Symposium for Health Professionals 1986). The present study was done to document changes over a period of 8 years. The study was concentrated on the patients in functional class II, who were interviewed in connection with a home visit, and who underwent medical investigation in the Rheuma dispensary. ADL ability according to a score (Zwezey) deteriorated in 24%, while 60% were unchanged, and 16% were improved. 14% moved to new housing and 35% had further adaptations of housing. The housing standard generally was high. Activity of disease was low. The general well being deteriorated, and the need for domestic help increased. There were strong feelings of isolation and dependance in about 44% of the patients. The technical aids provided were used in >90%. The study reflects the needs of the arthritic patient for continuous follow up and team support. The practical basis for this discussion is the actual problems that social workers experience when trying to promote change or implement new ideas in medical settings; constraints of time, attitude, power and different value systems of other team members combine to make this difficult. Strategies for improving collaboration using an integrative, rather than a conflict model, have been suggested (Abramson 1986) . By establishing the social work role and the multi-functional aspects of social work, it should be seen as a resource for the physician and provide the basis for negotiation. This acknowledges the 'unequal' nature of the relationship in the team and the autonomy of the physician which reduces his motivation for interdisciplinary collaboration, but argues that the social work influence can be subtle and effective. Methods of reaching this negotiating basis include building relationships, emphasising and communicating the social work tasks in the social and psychosocial care of the patient and participating in education of staff. These and other strategies will be examined and discussed. As part of the EURIDISS-project (European Research on Incapacitating Diseases and Social Support) a pilot study on social support, social network and social disability was carried out. The sample consisted of 54 people which were for at least 4 years definitely diagnosed as Rheumatoid Arthritis patients. The aim of this study was to test the datacollection procedure, instruments and to get a first impression of some of the relationships among the concepts under study. Methods: The patients were selected from the Groningen Academic Hospital. When they agreed to cooperate, the following questionnaires among others were administered: The Social Support Questionnaire of Transaction (SSQT), the Social Network Delineation Questionnaire (SNDQ), the Groningen Activity Restriction Scale (GARS). These instruments were developed in Groningen.
Research Questions and results:
The social network of people (SNDQ) is thought to have a direct effect on their social (dis)ability, as measured by the (GARS). The GARS is developed to measure social limitations. Here one should distinguish between Activities of Daily Living (ADL) and Instrumental Activities of Daily Living (IADL), which are measured with GARS. Characteristics of this social network are: size, percentage women, mean age, mean traveling distance and mean contact frequency. Secondly, there is an assumed direct effect of social support (SSQT) on the social disability of the respondents as measured by the GARS. Social support is divided into three main dimensions of transaction (i.c. emotional, instrumental support and companionship). Thirdly, the relationships between social support and social network are evaluated. Attention will be paid to the three main dimensions of social support in relation to the characteristics of the social network. A pilot study was conducted among patients with rheumatoid arthritis (RA). One of the purposes of this pilot study was to evaluate the research instruments in order to use them in a European research project (EURIDISS: European Research on Incapacitating Diseases and Social Support). Method: From the files of the Dept. of Rheumatology of the Groningen University Hospital 60 patients having RA for at least 4 years, have rondomly been selected. The patients became written information about the aim of the study from their medical specialist and they were sent a letter asking them to participate in the study. When the patient was willing to cooperate, an appointment was made at the patients' place. Finally 54 RA patients were included in the study. The interview conducted by the researchers, consisted of a self-report part and an interview part. Some of the standard instruments used in this study were the General Health Questionnaire (GHQ), a Life Event questionnaire and Interview (LEI), the Groningen Activity Restriction Scale For the past few years health professionals have become aware of the necessity to further and secure quality of care. Several ways of quality control, differing considerably from each other, are being applied by a number of associations. On the basis of an example the authors show how the quality of care in rheumatology can be improved at a regional level. In the south of The Netherlands, since 1988, a number of health professionals in rheumatology try to use the same way of treatment. The methods that are used include: 1) Regular meetings for members of the same discipline; 2) Development of protocols for treatment by nurses, occupational therapists and physical therapists; 3) Testing these treatment protocols and 4) Yearly meetings for all health professionals involved. The final aim is to further the quality of care in rheumatology, in content as well as organizational. Practical advice is offered to follow this initiative.
III B.64. Life with a rheumatic disorder
Study concerning the impact of a rheumatic dis-ease upon the quality of life of rheumatic patients.
E. Damhuis-Friedrich, Nederlandse Bond van verenigingen van patiEnten met reumatische aandoeningen. Postbus 45, 7490 l l-Delden, The Netherlands
The treatments of rheumatic diseases were in the past mainly medically orientated. The psycho-social aspects were more or less neglected. The Dutch League of rheumatic-patient associations wanted to know which factors contribute to the deminished quality of life of this category of patients. We executed in co-operation with IRV (Instituut voor Revalidatievraagstukken te Hoensbroek) under the overall supervision of Prof. Dr. Sj. v.d. Linden a Delphi-survey among 523 rheumatic patients, all members of a rheumatic-patient association. 372 patients returned the questionnaire, a high score. A number of patients were not able to fill in the list of questions because of the severeness of their rheumatic disorder. With this scientific study we have proved that this chronic disease affects the psychological and social life of rheumatic patients. The study has also proved among other facts, the necessity to establish a net of rheumatic-patient associations throughout the Netherlands to provide information about the various rheumatic disorders and to promote the interests of rheumatic patients. The scientific version of this inquiry is obtainable at IRV; a popular version is also available. There is an intimate functional relationship between the immune and nervous systems. Both are involved in the interaction of the organism with the environment, both exhibit memory and require to orchestrate the effects of many types of cells locally and at a distance during an inflammatory/immune response. Mounting an adequate immune response is crucial for the organism's survival, whilst an unregulated or excessive response leads to chronic disease. Stimulated cells (macrophages, T lymphocytes) at inflammatory sites produce ILl and IL6 which induce the acute phase response, stimulate the secretion of corticotrophin release factor by the hypothalamus and subsequently ACTH and cortisol (CS), whilst prolactin (PL) is inhibited. PL is essential for normal lymphocyte function and macrophage activation. The physiological importance of this dialogue is attested by the fact that one pathogenetic factor in the development of streptococcal cell wall (SCW) peptidoglycan-induced arthritis in the Lewis rat (LEW/N) is the inability to produce cortisol unlike the histocompatible Fischer (F344/N) rat which produces CS. On the other hand, hypophysectomy and treatment of rats with bromocriptine abolishes the development of adjuvant arthritis. This can be reversed by treatment with PL. Lymphocytes from hypoprolactinaemic mice fail to respond to antigenic stimulation in culture. Lymphocytes possess PL receptors and cyclosporin A (Csa) exerts its immunosuppressive effects via them. The disease activity of rheumatoid arthritis (RA) had a diurnal rhythm with a peak at 03:15 hrs and a minimum at 15:00 hrs. This is dependent on the circadian rhythm of CS secretion with low nocturnal levels failing to down-regulate inflammation. Treatment of RA patients with meryrapone, which inhibits CS secretion, causes a flare-up of RA. Hence CS provides the hypothalamic-pituitary-adrenal (HPA) mediated negative feedback of inflammation. PL has diurnal rhythm of secretion in normal people with a peak at 01:00 hrs and a minimum at about 15:00 hrs. Hence, through its proinflammatory effects, it might be responsible for the positive drive of inflammation. We have studied CS and PL secretion in RA patients and controls. The results show that patients have a PL rhythm which set at a higher operating point. During a 24 hour period, the 2 hourly mean serum levels were significantly higher than controls whilst cortisol secretion was identical to that of controls. Furthermore, the PL peak was prolonged by as mush as 6 hours compared to controls. We hypothesise that this abnormality of the HPA axis in RA, leads to an imbalance between anti-inflammatory (CS) and pro-inflammatory (PL) hormonal factors and may in part, be responsible for the failure to attenuate the initial acute immune response and the subsequent development of chronic arthritis. Prolonged use of corticosteroids can down-regulate inflammation but is associated with undesirable side effects. Hence effective suppression of PL may have potent therapeutic applications by allowing the use of smaller doses of Csa and perhaps enhancing the effects of endogenous CS. One must aim at: 1) Retaining joint and muscle function during periods of high disease activity; 2) Improving the child's functional capacity during periods with little disease activity; 3) Correcting and counteracting contractures in all stages of the disease; 4) Counteracting joint destruction; 5) By functional training making the child as independent of help from others as possible for managing the activities of daily living; 6) Encouraging the children to self-activity and teach them to utilize their own resources. Important psysiotherapeutic measures in this respect are; 1) Instruction; 2) Treatment of passive limitation of motion; 3) Treatment of muscle weakness; 4) Treatment of reduced breath function; 5) Treatment of reduced condition. Important occupational therapeutic principles are: 1) Instruction in joint protection; 2) ADLtesting and training; 3) Testing of technical aids; 4) Adjust the housing situation; 5) Production and adjustment of splints; 6) Pre-and postoperative training. Finally, there are reasons to believe that physiotherapy and occupational therapy are the most important therapeutic principles used in rheumatology today. These branches of rheumatology should get more resources for research in order to optimalize their treatment. In the past decade, attention has been paid to identification of prognosis factors in RA. Besides patient characteristics, social aspects and care procedures have been studied in various countries. Regarding care provided to RA patients, some new effective disease modifying drugs have emerged, while other drugs seem inadequate to decrease long-term disability. New therapeutic schemes are experimented. The impact of quality of paramedical services is proved to be contributive to adjustment to the disease. Physician or nurse awareness, as well as other rehabilitative services, or institutional supports contribute to decrease disability. Social environment of RA patients is also interacting with outcome of their disease. Working ability is frequently affected, but adaptation of job helps to improve patient integration. Low formal educational level as well as low socio economic status have been shown factors of poor prognosis. The quality of social support is related to the disability. It has been demonstrated to have a stress buffering effect (protecting from deterioration of health status). It comprises formal and informal social network (family, friends, self-help groups). Thanks to methodological improvement, the prognosis of early RA has been recently considered. A better definition of the disease is provided by the revision of diagnosis criteria, but satisfactory definition of the onset of RA is not yet available. Recent studies evidence that functional disability progress most rapidly in early years of the disease, while health status remains stable in established condition, thanks to coping strategies of individuals and adjustment to health care services. Based on those findings, research hypotheses have been formulated: 1) to investigate the relations between social support and network and quality of life of patients. 2) to measure the interaction between formal and informal care, and its effect on the evolution of the disease. The EURIDISS project has defined an adjusted disease-handicap model, leading to social limitations, dysfunctioning in social role or social behaviour. Impairment functional ability (HAQ), quality of life and survival are the main assessed outcomes.
Plenary session
The influence of life events, social support network, formal and informal care will be studied. The effects of these variables will be successively assessed as possibly interacting with effect of impairment on outcome variables, directly influencing outcome, or aggravating impairment independently. A 4-year prospective study hold from 1990. Preliminary results of a pilot study performed both in France and the Netherlands evidence the feasability of such an international project with respect to validated measurement tools, standardized sampling method and consistency of the analysis. A group of 89 patients with early definite rheumatoid arthritis have been followed for 2 years. They were 33 men and 56 women with a mean (SD) of 53 (12.9) years and a mean (SD) disease duration at study start of 11.5 (6.3) months. Psychological evaluation was performed annually using a standardized mental health inventory, the SCL 90. This instrument is a self reported clinical rating scale. Symptoms of depression and anxiety were in general not very pronounced. The depression scores remained at the same level during the study time, while the anxiety scores decreased significantly. The variance in the psychological scores could not be explained by the variance in disease related measures such as synovitis indices, ESR or functional capacity. The psychological reactions were further outlined using an own test that comprises standardized questions. The problems that the patients experienced worst were; not to be able to do what they did before in their spare time, to be dependent on others for their daily activities, and to be dependent on chronic medication. This pattern did not change during the 2 years. 74 questionnaires were sent to 41 patients in functional class II, 20 in functional class III, and 7 in functional class IV. 68 were returned. 72% of the relatives were married to the patient, 21 were children, the rest were sisters, brothers, cousins etc. Half of the relatives were retired, half were full time or part time working. Open questions about need for personal help, physical and psychological stress in daily life, need for public support, and knowledge about the disease were given. More than 50% of the relatives had helped the patients for more than 10 years. 1/3 of the relatives felt uninformed about the disease, and of the rest more than hatf were only informed by the patients themselves, from literature and press. Only two had received a proper information in hospital. It is a psychological burden to take care of a patient with rheumatoid arthritis, and the burden increases as function deteriorate. The husbands/wives seem to cope with problem quite well, but for the children it may create feelings of guilt and insufficiency. This short enquete indicates a need for better education and support to the relatives. IV A.70. European research on incapacitating diseases and social support methodological problems applying to international comparisons. S. Briancon*, F. Guillemin*, M. Baumann*, B. Kroll**, D. Douglas**, T. Suurmeijer**. *D6partements de Sant6 Publique et de Rhumatologie, Facult6 de m6decine, Nancy, France, **Departments of Health Sciences and Sociology, State University, Groningen, The Netherlands.
Parallel session IV
Euridiss (European Research on Incapacitating
Diseases and Social Support) project aims at investigating the functions of social support and social networks on the course of chronic disease, especially rheumatoid arthritis. Special attention is paid to the influence of medical treatment and interaction between formal and informal care. The main outcomes used as judgment criteria are impairment, activity restriction, role changes and quality of life. A 4-year prospective longitudinal design is required. International sampling is needed and important for at least 2 reasons: -larger number of cases increases the statistical power of the study; however, this increases the variability ot he measures, according to health care and social system differences -it allows to have clearer responses to research questions by comparative description of the several care systems in Europe, and to know the role of these care systems in managing chronic disease and their influence on the course of the disease. Methodological problems arising from the international design should be discussed through 3 directions: sampling, measures and analysis.
Sampling: Important bias selection may arise if sampling is different between countries, especially if cases are recruited from referral center close to the research center. The cases have to be collected through the entire health care system in a definite geographical area. Measures: All the instruments must be common and well validated. If validated instruments exist, they are used. This is the case of Karnofsky Scale, Nottingham Health Profile, General Health Questionnaire, Rosenberg Self esteem, Health Assessment Questionnaire Disability Index (HAQ), but these instruments are not always translated in every language. Special procedures must be used and revalidation performed. The procedure will be described in detail for HAQ. Medical measurements require standardization, the most often uncompatible with usual medical pratice. Radiological score should be assessed by an international panel of experts. Important logistic problems have to be solved. Recording data for analysis supposes to develop a unique software available in each team. An IBM compatible micro computer solution has been choosen. Previous to recording, coding procedure must be uniformized, especially those concerning incomes category, social class and level of education.
Analysis: When exploring the role of social support and networks, health care and social system can be considered as counfonding variables. Micro and macro indicators are to be used in the analysis. When exploring the role of health care and social system, the disease characteristics and other prognostic factors can be considered as confounding variables. The number of variables and the necessity of reducing and synthetizing information justify descriptive multivariate analysis. Such methodological problems have been explored by now through a 90 patients pilot study involving the two leader teams of the Euridiss project (Groningen -The Netherlands and Nancy-Reims, France) and are presented. There is very little documented evidence of the effects of RA on the family of rheumatoid patients. What there is suggests that the extent to which patients remain involved with those around them, their commitment to marriage, the number of children they have and the amount of job satisfaction they gain, all render a patient better able to cope with chronic illness. Pearlin and Schooler (1978) and Viney and Westbrook (1982) found that by developing social strategies as opposed to emotional based strategies, patients were more likely to cope. A pilot study has been completed on 6 families of RA patients. Each family member has been interviewed individually using a structured questionnaire, with a tape recorder to record open ended questions. The categories covered are physical care, relationships, sexual aspects and work. A preliminary analysis of results will be presented and the most important factors requiring more comprehensive study on a further 20 families will be defined. M. Siesling, Baarn/Soest division Netherlands, Association of Rheumatismpatients, The Netherlands.
As a rheumatismpatient I want to offer the following contribution on the basis of conversations with many fellow patients during the last fifteen years: 1) Reproduction of my own experiences with relation to the psychological aspects, a.o.: rheumatismpatients try to adapt to life problems instead of solving them. 2) Mostly there is already a difficult life situation before the disease begins and is recognized. As long as there is insufficient interest for these facts during the period of the first symptoms and signs this has an unfavourable influence on the course of the disease. 3) A plea to pay attention to these aspects by scientific research and more mutual cooperation during the treatment of patients by their rheumatologists. Patients with SLE show an increased prevalence of psychoneurotic behaviour. The cause of this is not known. It was decided to study the impact of the disease on 84 randomly selected patients and their families, using questionnaire and interview techniques. The following important problems were revealed:
Physical problems Family problems
Fatigue: 57% Marital: 28% Pain: 64% Sexual: 64% Rash: 33%
Patients' fears
Disfigurement: 37% Disability: 36% Death: 32% The results of this survey will be presented and discussed in relation to their management in clinical practice. Owing to the unpredictable prognosis of early onset of rheumatic disorders and their possible debilitating consequences, young patients do not only need continuous medical care but also expert advice and encouragement in order to ensure adequate professional choice and training. In cooperation with the Committee for Rheumatism and Occupation of the German Rheumatism League, we have interviewed 443 young patients (mean age 26 years) to ascertain disease-related problems encountered at school or during their professional training. Their self-reported diagnoses were JRA and arthritis psoriatica (65%), ankylosing spondylitis (24%), SLE (6%), osteoarthritis and degenerative vertebral disorders (14%). 93% of these patients complained themselves as moderately or severely handicapped. At the time of the interview, 25.3% were still attending school or employed and 13.1% were unemployed or had retired early. Roughly a quarter of those interviewed had encountered problems in job-seeking and nearly half had sought advice and help from the labour exchange. In less than one quarter of these cases, the advice obtained was considered helpful. During professional training, major problems were due to: prolonged absence form work (25.8%); physical overburdening (15.9%); lack of understanding from teachers (8.1%) or colleagues (2.5%); inappropriate working schedules. 41.1% of the interviewed still held the original occupation for which they had been trained whereas 30% had changed their profession or were unemployed, 29.4% of the patients had not received any professional training. In the future, flexible concepts will have to be developed to optimize the professional integration and rehabilitation of patients with early onset of rheumatic disorders. These concepts should encompass expert guidance at an early stage of the education to ensure an optimal professional choice as well as adjustment of the training and working environment, both under supervision of an appropriately trained rheumatologist. Various studies showed that a chronic disease affects not only the patient but also his/her family and especially the partner (Doherty, '88; Eerdekens, '84; Locker, '83; Manne, '89) . The partner's perception of RA and the condition of the patient affects his/her behaviour towards the ill spouse. This paper will address to the following main research questions. Firstly, does the partner's perception diverge from that of the patient as to severity of RA. Secondly, does the RA patient determine his/her social disability in the same way as the partner does. And, thirdly, what can be said of the social support provided by the partner in case of consensus in perceptions or discrepancy.
Method: At the end of 1989 a pilot-study was conducted among 54 persons being diagnosed as RA for at least 4 years. Their files were randomly selected from the Dept. of Rheumatology of the Groningen University Hospital. From the 54 RA patients 44 indicated that they had a partner. Finally 38 partners were willing to cooperate in the study and they filled out a mail questionnaire. The severity of the illness is determined by 9 items measuring the "subjective definition of the rheumatic condition" (SDRC). Social disability is measured by the "Groningen activity restriction scale" (GARS) consisting of 18 items as to function limitations. And finally, the "social support questionnaire for transaction" (SSQT) consisting of 18 items measures actual as well as needed support. The same instruments have been filled out by the patients themselves in the pilot-study mentioned above. This makes a comparison of perceptions possible.
Results: By now the data-collection is almost completed. Results will be presented of the partner's perception as well as the patient's perception concerning RA. The effect of consensus or discrepancy of both perceptions on the support provided by the partner will be elucidated. There are many instruments available to assess quality of life. The instrument of choice depends on the purpose for which it will be used, the specific properties of the instrument and the population studied. These health status measurements can be classified as global, disease-specific and patient-specific. Only a few instruments are available for patients with AS. Most of the instruments have not yet been studied thoroughly. Low back pain (LBP) represents a widespread condition in Lithuania, affecting every forth woman and every sixth man. We found LBP to be comparatively frequent among industrial and agricultural workers as well as machine-operators and employees (total of 4,000 representatives). Their only differences were the exacerbation-provoking factors determined by specific features of their work. In 80.4% of them, LBP was caused by changes in intervertebral discs. 92% indicated that they are feeling continually pain of different intensity. We searched for more efficacious ways of conservative treatment, selecting and diversifying the treatment complex depending on the morphologic and functional state of the movable segment of the spine. The results obtained were better when an efficacious anaesthetization, a manual abolishing of dislocations, a stable fixation of the corset for spine-supporting muscles have been achieved and a program of specialized exercises for their strengthening had been realized. For anaesthetizing, a multicomponent composition (named 'contralgon') of many-sided action, such as anaesthetic, analgetic, antipyretic, spasmolytic, and relaxing one, to pass the cutaneous and mucosal barriers, was used employing a pulverizator. Under the influence of contralgon, hyperthermia, spontaneous electric activity of muscles, and assymmetries in electric potentials of the skin were decreased while pain threshold was increased. The purpose of this ongoing, longitudinal, study is to examine health locus of control beliefs and health behaviour amongst a sample of AS patients (134 patients to date; mean age 44.3 yrs, mean disease duration 19.6 yrs.). Results show that compliance with exercise treatment, whilst low overall, is associated more with membership of National Ankylosing Spondylitis Society self help groups. Additionally, such members are more likely to seek out information concerning the disease, and differ significantly from non members in terms of health locus of control beliefs, in particular, placing less reliance on "powerful others" regarding their health. Quantitative measures of helplessness relating to AS were found to be significantly inversely related to feelings of personal control over health. Physiological data showed improvement over six months for self help group members. These results suggest both the importance of self help health behaviour, and the utility of psychological measures in predicting treatment adherence in relation to such self help behaviour. Longitudinal data currently being obtained should clarify the causal relationships, and will also examine interactions with other psychological & physical variables, including the long pre-diagnostic period which is so typical of this disease. The aim of this work is to study psychological status, personality features and social conditions of patients with AS. The clinical-psychological investigation by means of the standardized interview, the tests MMPI, 16-PF of Cattell, LOBY and study of social conditions by specialized methods revealed their personality features, attitude to disease, treatment, medical personal, activities, working capacity, life quality etc. The preliminary results indicated higher frequency of the neurologic and inadequate reactions on the disease of patients with AS as compared with healthy persons. More expressed social-psychological disadaptation was found invalids. It was shown that the degree of patient's compliance was depending on their personality features. It's necessary to organize AS Society as a self-help organization, for carrying out rehabilitation of the patients (including psychological rehabilitation), group education for better understanding of their disease, for rendering help in which they need and for solving other problems. Chronic low back pain is a major socioeconomic problem, ranking foremost as a cause of disability in patients less than 45 years of age. It is considered second only to the common cold as a cause of work time lost, affecting 80% of adults at some time in their life. Acute care is neccessary to prevent chronic disability. Scientifically proven methods of treatment to achieve this goal include an education program tied to a return-to-work evaluation.
